II.A.2. Joint protection course related to knowledge, emotion
and behaviour -A new model. U. Nordenski61d, B. Althoff. Department of Occupational Therapy, Sahlgrenska University Hospital, S-413 45 G6teborg, Sweden.
The purpose of this course is that the education always starts from the patient's own experience of her disease, so that information applies to the patient's real life and emotional situation. The aim of this joint protection course is to give the patient : -knowledge about rheumatoid arthritis ; -understanding how to facilitate the situation through pain relieving exercise, joint protection work methods, pain relieving assistive devices ; -belief in her own ability ; -less anxiety ; -chances for a continued, active life. Methods: Education is managed by a team and designed as a 13 hour course extended over three weeks. The program has a two-way communication in groups of 5 patients only in order to give everybody an opportunity to become active. The study material (a course booklet, 2 slide series and a manual for the instructor) is a complement to the two-way information. Theory and practical activities are combined and repeated. Practical home tasks are given as a sort of contract. The method can resemble a triangle where the faces consist of knowledge, emotion and behaviour. Conclusions: This standardized method, 13 hour course for three weeks, with a balance between theory and practical tasks and with information that concerns the participants in the group with relation to knowledge, emotion and behaviour at an early stage, can prepare the patients mentally for better adaptation.
II.A.
3. An Orfizip knee cast as an alternative to a synthetic knee cast. G. van Veldhoven, C. Cook, P. Van Lede, M. Driessens, J. Dequeker. University Rheumatology Unit, U.Z. Pellenberg; O.C.R.T.; Occupational Therapy Department, University Hospital Antwerp AZA, Belgium.
A flexion contracture of the knee is a rather frequent deformity in rheumatoid arthritis. Most of the time it is initiated by an antalgic position. In case of an inflammation in the knee there is a risk of developing a flexion contracture. Attention has to be given to prevention of this dysfunction. Up to now, the patients were fitted with a synthetic circular knee cast with an opening at the lateral side and closed with velcro straps. This method is being used since a few years and seems to be very effective. A few negative aspects in application and wearing comfort motivated us to try out something else. A special knee cast with a zip closure was made of a thermoplastic material covered with a textile cloth and a zip closure at the lateral side. This cast is individually made and very easy to put on and off. The Orfizip knee cast will be presented and compared to the traditional synthetic knee cast.
II.A.4. Development of the joint protection behaviour assessment (JPBA).
A. Hammond. Derby School of Occupational Therapy, Whitaker Road, Derby, DE3 6AP, UK.
A direct observation assessment of joint protection (JP) behaviour of rheumatoid arthritis (RA) patients has been developed to objectively evaluate the effectiveness of JP education. Application of 5 JP principles concerning altering patterns of hand joint movement are assessed. Twenty everyday tasks, eg. opening ajar, turning a tap, are observed during a standardised kitchen activity. Descriptions of hand movement patterns used for each task were defined through video-analysis of 24 non -RA and 20 RA subjects completing the kitchen activity. Seven expert rheumatology occupational therapists (OTs) were independently asked to rate each description as either a) 'correct', 'incorrect' or 'borderline' JP behaviour, b) establish content validity. Inter-rater agreement for the 20 tasks ranged between K = 0.46-1.00, 0.001. A test -retest reliability study of 20 RA subjects, with no previous record of JP education, resulted in a mean score of 23% on test 1 and 23.8% on test 2, ie. there was no significant difference in JPBA scores (z = -0.42 p = 0.67) over on average an 8.3 week period. The JPBA is thus a valid, reliable assessment and is currently being used in a trial evaluating JP education.
II.A.5. Evaluation of wrist splints : proposal for a silicone alternative.
G. van Veldhoven, V. Demeester, J. De Cubber, J. Schallenberg. Rheumatology Unit, U.Z. Pellenberg ; Developing Center for Rehabilitation Technology O.C.R.T., 3212 Pellenberg, Belgium.
A number of rheumatoid arthritis patients need a wrist splint. Many different types are used. Using a questionnary 3 different types were evaluated : a leather, a circular plastic and an elastic one. The questionnary was filled in before starting the test, after each period with a certain splint and at the end of the test. The questions were, apart from general information, mainly directed as the type of complaints at the wrist-hand and reactions to the splint itself: Twelve rheumatoid arthritis patients participated. The elastic wrist splint was favoured by most of the participants. The disadvantage of this splint, however, is its water absorbing capacity. So we tried to make a flexible wrist splint, which was not water absorbing and easy to dry and clean. Our solution was a circular silicone wrist splint. The pro's and contra's will be discussed.
The patient has seropositive rheumatoid arthritis, onset 1956. By 1990 she reached Steinbrocher's grade IV disability. Nine activities were filmed: application of a "utensilsplint" used when eating; simulated eating; pouring tea; drinking; brushing hair ; writing ; telephoning ; holding a book and newspaper ; fastening buttons. To hold a book, for example, the patient uses her radial styloid processes as thumbs. When the patient viewed the video with the Occupational Therapist, she commented : "My hands look worse than I had really thought". Part 2 was filmed in 1991. It focuses on the application and use of a new-style, lighter-weight "untensil-splint" fabricated by the Occupational Therapist, in consultation with an Orthotist, for independence when eatin[g. The video has been used for student and team instruction. The presentation will cover the social policy, legislative context and practice implications of the Government's current community care initiative. It will start by reviewing the background to the current policies arising from unplanned consequences of previous community care initiatives, the Griffiths report, and the key objectives determined by the Government. It will analyse the service changes arising from the National Health Service and Community Care Act 1990 and the Disabled Persons' Act 1986. The challenges for social services agencies as lead authorities will be clearly set out, including the implications of meeting the national timetable, facilities for measuring progress and service review, and the approach being adopted in North Yorkshire. Identification of implications for disabled people will include community care planning, the interface between social services, health, housing and the private and voluntary sectors; an enabling approach through developing the mixed economy of care and notions of purchasing and providing ; complex needs assessment in case management ; support for carers, and quality control and complaints. The ideals of community care will only be achieved if sufficient resources are forthcoming. The presentation will lay out the current assumptions about funding and highlight uncertainties for the future. Finally, the expectations and issues of most relevance to people with arthritis will be highlighted prior to a general discussion. There is no documented evidence of the effects on the work pattern of the partner of patients with RA, and very little on the effect on the work pattern of the patients themselves (1,2,3). The objectives of this study were to see what effect the disease might have on the patient in terms of job change, job loss, transport difficulties and the financial implications, together with the impact on the partner's work pattern and on the children, should any change take place. 22 patients (13 female and 9 male) with RA, together with their respective partners and children, were studied using pre-determined questionnaires and a tape recorded interview. The results show that for the majority of male patients there is a severe psychological effect which is detrimental, not only to him but also to the female partner and children. This is in direct contrast to the findings on the female patient who, on stopping work, providing she has the support of her partner is able to make the physical and psychological adjustment more easily. References : 1. Bury, M. Sociol. Health and Illness, 1982 , 4, 167-181. 2. Robinson, H. Int Rehabil Med 1979 , 1, 121-125. 3. Meenan, R. Arthritis Rheum 1981 .
II.B.2. Work and disability associated with rheumatoid arthritis (RA)
-
II.B.3. Disabled women and employment.
S. Lonsdale. Department of Social Sciences, South Bank Polytechnic Borough Road, London SE10AA, UK.
Independence, self esteem, and self determination are made possible when individuals have an adequate income or material base from which to to proceed. In industrial society this comes primarily from employment except when the state provides a replacement income or when individuals have access to income generating assets. In all three cases, women are often at a disadvantage, as are all people with disabilities. Aside from generating an income, employment also structures the day and provides interests, friendships and a certain pace to life. The loss of a job or the inability to get a job due to disability, can therefore mean not only material hardship, but also lonliness, boredom, loss of confidence and unstructured time. This paper will consider the importance of paid employment for all people with disabilities but with particular reference to women and their special needs. It will look at the effect of disability on employment and employment prospects by using recent OPCS findings and those from a smaller study of women who are disabled. It will examine these in relation to existing rehabilitation and employment services.
Parallel session II.C: Free papers

IIC.1. Rheuma phone line.
M. Welkenhuysen, J. Cartois, R. Uytterhoeven, V. Demeester, W. Peeters, R. Westhovens, J. Dequeker. Division of Rheumatology, K.U. Leuven, U.Z. Pellenberg, B-3212 Pellenberg, Belgium.
Patients suffering from rheumatic diseases distinguish themselves from other patients with a handicap, because they have on top of a fluctuating disease pattern an unpredictable progress to joint destruction, daily pain and stiffness problems. These specific problems need specific answers. We realised that some of our patients often communicate with team mem-bers by phone in order not only to ask more information about their disease and management but also for telling their problems without asking for immediate solutions. On the other hand some patients are afraid to communicate when they are at home, and tell the team at readmission that they have suffered so much in isolation because no one could listen to them. Because of these reasons we organised and advertised a special telephone session on wednesday afternoon where someone of the team listens and answers questions or arranges solutions for a particular request. To our surprise, even after months of repetitive advertising and announcing it to all patients leaving the unit and/or outpatients department, very little use of this "free" phone time was made. Even those who phoned in the provided time asked for a specific team member in charge that afternoon and patients continued to phone at any time of the day. We feel on the one hand that these observations are useful for other rheumatology teams who want to organise such a service. On the other hand we hope to hear from other teams what their experience is in this matter so that we can improve our "comprehensive" service to the rheumatic patients. Aim of the study is to describe and compare different health care patterns in two neighbouring areas on both sides of the dutchgerman national border in relation to the different health care systems. Methods : in a cross-cultural and cross-sectional pilotstudy 206 outpatients with different rheumatic diseases, especially rheumatoid arthritis (RA) and osteoarthritis (OA) have been investigated. The patients of the catchment areas of 2 rheumatology centers and 8 general practitioners have been examined physically; doctor's examination sheets and patient questionnaires with identical items in both languages were used to registrate diagnosis, health status, therapy and quality of life parameters. Results: The average age of the patients was 55 years in both contries, 65% were female. 32% of the patients in Germany and 14% in the Netherlands were employed. The mean duration of the disease was 8.5 years in both countries. In our sample we found 28% patients with RA, 31% with OA and 41% with other rheumatic diseases. There were no significant differences between the dutch and german patients according to morning stiffness, number of painful and swollen joints, the functional stadium (Steinbrocker), number of ARA-criteria (RA) and ESR. No differences were found in glucocorticoid therapy, massage, pain control training and social services (nurse, social worker). The evaluation of our data with regard to the differences between the Netherlands and Germany shows the following results : 85% of all german patients and 48% of all dutch patients were treated with NSAID's, 17% of the german and 3% of the dutch patients were treated with homeophathic drugs. Physiotherapy was prescribed for 50% of the german and 41% of the dutch patients. Application of heat/cold therapy was found in 63% of the german and in 11% of the dutch patients. A further analysis of the subgroups (RA and OA) was performed.
II
Conclusions:
Our first results indicate that the german physicians prescribe much more drug therapy and more pysiotherapy. One main reason for these findings could be the different financial conditions of the prescribing physicians ; in the Netherlands the physicians receive a certain amount of paymen.t per case, in Germany every single treatment is paid separately.
Further differences in the insurance system in the two countries as well as different relations between the professions in the health systems seem to have an important influence on the patterns of treatment.
The European harmonization has to reflect these differences regarding the consequences for patient migration across the national borders.
II.C.3. 'Primary' breakthrough in rheumatological nursing.
A. Pendlebury, S.J. Nolan, P.C.J. Spibey, Wrightington Hospital, Wigan Lancashire, UK.
The practice of rheumatology nursing within a specialist unit provides an excellent opportunity to explore the potential of the concepts of primary nursing. This presentation will address issues within primary nursing based on analysis of research into patient and staff satisfaction involving both formal questionnaire and verbal feedback over a period of eighteen months.
Time allowed for individual patient/staff communication, education and interaction on a busy ward is prioritised by the obviously 'sick' patients, whereas the others may feel embarrassed by requesting time or attention for their own needs. We have found that primary nursing has encouraged a more individual approach and greater devotion of time and interest to patients with a wider range of needs.
Primary nursing has promoted greater communication skills and nurse identity with patients, relatives and health professional colleagues. Accountability has heightened and greater responsibility has improved confidence and morale. A more detailed package of care and individual education has evolved for each patient in the wa~-d setting alongside continuity of teacher so less unnecessary repetition but more emphasis on relevant topics such as self:medication. Of the 79 patients questioned, 78 (98.7%) preferred to be nursed in this way. However, this experimental period has not been without teething problems, initially those of a new struggle for power and autonomy, the isolation of acquired knowledge, adjustment to the new role of co-ordinator and rota organiser, motivation and perseverance to see the trial through and occasionally personality clashes; patient/nurse, nurse/doctor. These are now on the whole resolved and staff enthusiastic regarding the primary nursing practice continuing for both patient's satisfaction and their own professional fulfilment, importantly providing the ward nurse with a paramount role within the professional rheumatology team. [NP] ). In the CR patients C-reactive protein improved at week 12 (p = 0.007); week 24 (p = 0.001) and week 36 (p = 0.009). In the NP patients pain, morning stiffness and psychological status improved significantly, p=0.001, significant differences between groups : pain in the NP patients was lower than in the CR group (p<0.05). The NP group also exhibited increases in knowledge (p<0.0001) and satisfaction with care (p<0.0001). The results confirm the NP as a valuable member of the outpatient team, able to care for patients safely and effectively. She is also able to provide continual support and out-patient education which patients may not otherwise receive.
II.C.4.
II.C.5. Concordance of self-assessment and observed functional capacity in fibromyalgia and rheumatoid arthritis. E. de Klerk, S.J. van der Linden, Division of Rheumatology, NL-6202 AZ University Hospital Maastricht, the Netherlands.
The arthritis impact measurement scale (AIMS) is an instrument validated for use in rheumatoid arthritis (RA) and osteoarthrosis (OA) but has not been appropriately tested in fibromyalgia (FM). We compared the concordance between self-assessment and observed functional capacity in FM and RA patients. Thirteen female FM patients (ACR 1990 criteria) and 12 female RA patients (ARA 1987 criteria) completed a questionnaire on 7 selected AIMS items from the following categories : physical activity, dexterity and activities of daily living. The 7 items were mixed with 14 other questions on sleep disturbance, pain behaviour and current treatment. Each item was scored both on a yes/no scale and a 10 cm visual analog scale (VAS). Five days later the patients were asked to perform the 7 selected activities. This was recorded on video. Twelve skilled and 'blinded' observers (6 ergotherapists and 6 physicians) recorded their assessment on the patients functional capacity on a questionaire. Inter-observer agreement for all observers was reasonable (mean Kappa= 0.55). Patients with rheumatic diseases entering SGW were followed prospectively to study possible changes in health status measures. The main idea behind SGW is that group members may excharge ideas and discuss common problems to improve their coping and health status. Materials and methods : 26 females (median/range) age 39 (24-74) years, rheumatoid arthritis n= 18, seronegative spondarthropathies n = 8) were divided into 5 groups, each having meetings every second week for 4 months. The meetings were chaired by a social worker (AOG). The rheumatology attitudes index (RAI), an instrument developed to assess "learned helplessness", was used at the start and termination of the SGW and after a 3-month follow-up period. A pain scale and the modified health assessment questionnaire (MHAQ) were used simultaneously to assess pain, function and satisfaction with function.
Results : The mean (SD) RAI score was 2.54 (0.26) at baseline, 2.47 (0.18) and 2.53 (C.26) after 4 and 7 months. The scores for MHAQ and pain scale were also unchanged. The patients scored high expectations to the SGW before the onset, and also reported positive experiences at the termination of the group work. Conclusion : The patients reported satisfaction and positive experience with the SGW, but changes in RAI and MHAQ were not observed during the study.
III.A.2.
A groupwork strategy to increase the coping mechanisms in patients suffering from rheumatoid arthritis, who are also the parents of young children. S. Trout, B.A. Hons, M.A., C.Q.S.W. Social Work Department Wrightington Hospital.
A group of patients predominantly female, age range from thirty-three to forty-one years were experiencing great difficulty coping with the symptoms of the disease, this exacerbated by the pressures imposed on them by the need to care for their young children. In an attempt to help them to improve their coping mechanisms we established the group, who now call themselves FLORAS -Family Links of Rheumatoid Arthritis Sufferers, in November 1990. Playgroup facilities for the under fives are provided. The group has addressed the following emotional problems with some success: -Frustration and guilt arising from subjective feelings of inadequacy as a parent and spouse. -The loss of control of vital roles of childcare and homemaking.
-The feeling of isolation and personal inadequacy. The group also offers practical advice on coping with daily living, information about rheumatoid arthritis and methods of treatment and advice and guidance of Welfare Rights and Community Services. The group members have initiated a visiting service to newly diagnosed in-patients who fall within the criteria for the group. As an extension to the group we offer special events, which welcomes partners and older children with opportunities for fun as well as serious discussion. Results: Response rate varied amongst groups though in general was high. The main reason quoted from, eg. Social Workers, for lack of further education were lack of courses and study time, though amongst Physiotherapists lack of interest was indicated. Overall respondents indicated a wish for further education in rheumatology.
(Comparative data will be available at time of talk).
Conclusion:
Despite the high prevalence of rheumatic diseases amongst patients admitted to hospital and helped in the community, there is a general lack of education outside specialised units. As part of the Patients Charter and the move to quality this is an area which requires urgent attention at all levels. The purpose of the lecture will be to establish an effective protocol for the treatment with PEME of rheumatic diseases. The treatment is based upon a recently developed workinghypothesis.
Based upon recent literature, this hypothesis will be related to tissue-repair processes. Physical therapy of ankylosing spondylitis (AS) is considered important in maintaining or improving mobility, fitness and function. We assessed the effects of adding group physical therapy to individual therapy in 144 AS outpatients (112 males; modified New York criteria). The mean age was 42 (SD, 10) and median duration of disease was 4 years (range, 0-32). We randomly allocated the patients to one of two treatments, each lasting 9 months : 1) self-administered individual physical therapy; or 2) the same plus group physical therapy, 3 hours weekly (physical training, sports and hydrotherapy at each session). 17 patients were excluded (8 in individual and 9 in group therapy) because of inability to exercise, or low (<50%) attendance in group therapy. We measured : 1) spinal mobility : thoracic and lumbar flexion and extension (flex/ext); fitness : maximum work capacity in ergometry exercise test ; and 3) function : health related dysfunction by sickness impact profile (SIP). A person with rheumatoid arthritis (RA) is an ill patient with a handicap. The course of the disease is influenced by biologic, psychologic as well as social interactions. In order to improve the well-being of a patient, all these fields but also their interactions should be studied, e.g.: the fact that more than 50% of the RA patients have at least one other chronic disease, influences psycho-social aspects like depression, social factors but also functional status.
The main problems as perceived by the patients are : not being able to do the things they used to do and being dependent on others (and not the pain by itself as many doctors expect). Many so called "quality of life" assessments make it possible to quantify how patients themselves experience how their disease interferes with their lives. After any kind of treatment they themselves will teach us about' their improvement or deterioration. The way patients handle the consequences of their disease greatly influences their health status.
Patient education as part of the psycho-social support will contribute to an adequate handling of the disease, especially by including self-management activities in daily life. Whether a patient succeeds in changing life, depends on his outcome expectations and his belief in his own capabilities (self efficacy). The social circle also has an important influence which can be positive but also negative. Education thus not only concerns the patient but also the health professionals, his family and friends and even the ideas of public and government may need some change. Interaction of psycho-social factors and the immune system are very difficult to prove; the findings in many studies are controversial and results may frequently be explained by chronic stress. Recent literature in these fields as well as findings of studies in our own group will be summarized. Rheumatoid arthritis is a complex disease. In order to find a treatment, basic research is necessary, but also care as well education have to be studied. Due to the important overlap and interactions in these fields the only way to leap forward is close cooperation between all scientists working in the field of rheumatology.
V.2. Independence in young people with arthritis.
S. Straughair Update. Arthritis care, 250 Oxbridge Lane, Stockton on Tees, Cleveland, TS18 5AB, UK.
This study, funded by the Joseph Rowntree Foundation, examines the experience of having arthritis as a young person with regard to achieving and maintaining independence. The project involved group discussions, a postal questionnaire and finally 40 depth interviews, half of the respondents living in the north east of England and half living in the Hampshire/ Dorset area. The research showed that economic, physical and practical barriers to independence exist to some degree in all aspects of independent living but the overriding barriers common to all ages and degrees of disability are : Firstly, the ignorance of the general population, and some helping agencies, of the nature and effects of arthritis~ Secondly, the ability to develop strong self-esteem and the positive attitudes of those interacting with young people with arthritis have a crucial role in motivation (or lack of motivation) towards independence ; Thirdly, the difficulty of coming to terms with a medical condition with no cure, which is unpredictable, often invisible to others but which profoundly affects all aspects of an individual's life and that of their family. The following survey was conducted as part of a continuing and developing education programme for patients with rheumatoid arthritis. Questions were asked regarding how and from whom patients obtain their information about the condition and its treatment. 207 patients were studied (114 in-patients, 93 out-patients) over a 6 months' period by simple questionnaire. 154 females (F) and 53 males (M) with an age range of 19-80 years. Doctors were the most important source of information. An analysis of the responses according to patients sex showed that differences were apparent. Female in-patients were much more likely to have claimed to have received their information from the consultant specialist (68%F, 41%M) whereas the males claimed to have received their information from the nurse (16% F, 37% M), physiotherapist (26%F, 33%M) and occupational therapists (9% F, 26%M). Basically out-patients get information from the same sources but with a slight reversal of sex difference. Information from the consultant (66%F, 73%M) and less from the other Health Professionals: Nurse (8.9%F, 3.8%M), Physiotherapist (7.4%F, 3.8%M) and Occupational Therapist (8.9%F, 0%M). Male patients tend to be more satisfied with the information provided both as in and out-patients.
When asked who would you like to give you information on your arthritis the sex difference persists but doctors remain the most popular source of information. However, General Practitioners appear to be a relatively poorer source. The written word is more likely to be absorbed by females than males. Future planning of educational programmes will need to take these points into consideration in order to improve patient satisfaction. It is also interesting to note change in responses to the questionnaires as Junior medical teams change and a Clinical Nurse Specialist is introduced.
VI.A.3. Effect of patient education.
Ph. Elst. Jan van Breemen Institute, Dr. J.v. Breemenstraat 2, 1056 AB Amsterdam -Holland.
Informative courses were given to groups of RA-patients in functional class II. The object of the course was : to inform the patient about the medical aspects of RA and to enable him to live as independently as possible.
The course consisted of 5 weekly meetings : lessons were given about RA, about pain management and ergonomic principles. A fysiotherapeutic excercise scheme was teached to the patients; other subjects were social security and psychological coping with disease-related problems. Group discussions were used as a technique to help the patients integrate the theory into the practice of their own lives. A follow-up meeting was held 6 weeks after the end of the course.
Two questionnaires (Knowledge of disease questionnaire; Health Assessment Questionnaire) were filled out at the first and at the follow-up meeting.
Knowledge of the disease clearly improved, while HAQ scores showed no significant improvement.
VI.A.4. Rheumatoid arthritis patient education program : impact on knowledge and self efficacy.
A.J. Busch, J.C. Berk, B. Djkowich, J. Taniguchi, P. Davis. Physical Therapy Department, University of Alberta Hospitals, Edmonton, Alberta, Canada T6G 2B7.
The Rheumatoid Arthritis Patient Education Program at the University of Alberta Hospitals is a well-established 2 week multidisciplinary program. Patients participate in group instruction directed at preserving and improving function and independence through training in the comprehensive home management of rheumatoid arthritis. We used a one-group before/ after design to evaluate the effectiveness of classes conducted between April 1991 and December 1991. In the study interval, 8 programs were held with 51 subjects completing all components of the program. There were 10 men and 41 women with an average age of 49 years. We used the Patient Knowledge Questionnaire (1) to determine patients' knowledge of their disease. Knowledge scores increased significantly from 58% at pre-test to 75% at post-test (p<0.001). Arthritis Self-efficacy Scale (2) scores improved from 109 to 136 (p<.001). Significant improvement was also found on each of the self-efficacy subscales: control of pain, control of other symptoms, and physical function. We concluded that the Rheumatoid Arthritis Patient Education Program is effective at improving knowledge and perceived self-efficacy. Further study is needed to determine how long these effects persist and if changes in behaviour and overall health status are achieved. References : Patients with rheumatoid arthritis (RA) must adjust their exercise, rest and medication to dialy disease activity. This presupposes adequate treatment and support by health professionals. How patients themselves cope with the consequences of their disease also has a major impact on their health status. Patient education can help patients to attain the necessary management behaviours. We developed a group training program based on Bandura's self-efficacy theory and a pilot study in 86 RA patients. Our program is partially modelled after the 'Arthritis SelfManagement Program' developed in the USA by Lorig. The program consists of 5 weekly sessions of 6 to 8 patients with two trained expert groupleaders. Goal of the program is to increase self-efficacy and independence of patients in managing their health problems. Program content included information on RA and treatment, self-management and problem-solving, pain-management, relaxation and physical exercises, communication skills, coping with depression. Emphasis in the program lies on practising skills and not on knowledge transfer. Contracts are used to stimulate patients to practise at home. All patients receive a self-help guide. The program has been evaluated in a field-experiment with an experimental group (n---35) and a control group (n = 35). Outcome was assessed with mailed questionnaires, clinical assessment by physician and laboratory tests. Assessments are performed at baseline (before intervention) at 6 weeks (directly after intervention), at 4 months and 14 months after baseline. Directly after intervention we find positive effects of the group training on function, practice of relaxation and physical exercises, self-management behaviour, outcome expectations, selfefficacy and knowledge. At 14 months we still find long term effects on practice of physical exercise, self-efficacy and knowledge. Short term effects on function, practice of relaxation exercises, self-management behaviour and outcome expectations are not maintained at 14 months. Although the program is partly successful, it is concluded that to maintain changes it is necessary to hold booster sessions after the end of the 5-week program or to introduce other forms of feedback or support.
VI.A.6. Individual education to people with rheumatoid arthritis. R.P. Riemsma*, E. Taal*, H. Brus**, O. Wiegman*, J.J. Rasker*,**. *Department of Psychology, University of Twente, P.O.B. 217, 7500 AE Enschede ; **Department of Rheumatology, Medisch Spectrum Twente, P.O.B. 50000, 7500 KA Enschede, the Netherlands.
In the treatment of persons with rheumatoid arthritis (RA) several health care workers are involved. Both patients and health care workers experience the lack of coordination and continuity in education and counselling as a problem. The aim of our study is to develop a model of coordinated education by different health professionals ; thus enabling the patient to manage the problems during the course of their disease. Based on our experience in different fields of health care we have developed a model for individual education of people with rheumatoid arthritis. A prerequisite is that the education and counselling activities should not place an additional burden on the shoulders of health professionals. The rheuiriatologist, who has the first contact with the patient, will hand out a self-help-guide after the first consult. This guide includes concrete directions and exercises explaining how to deal with their psycho-social and physical problems. Other health professionals (like physiotherapists, community nurses and district nurses) are asked to adapt their activities to this self-helpguide and give instructions as mentioned in the guide. For this reason an education-protocol is available including a checklist for education and coordination with other health care workers. A videotape will be given to the patient in which exercises and directions are visualised. The model will be evaluated in an experimental setting with a pre-and posttest and a controlgroup. The preliminary results, the protocols and the self-help-guide will be presented at the symposium.
VI.A.7. The Rheuma School.
M. Brattstr6m, Y. Lindroth. Departments of Rheumatology, Maim6 and Lund, Sweden.
A material meant for group education of patients with rheumatoid arthritis (RA). Treatment of rheumatoid arthritis is concentrated on preventing or limiting physical handicaps and increase the ability of the individual patient to manage daily life. This may be achieved by psychological support, by medical and surgical treatment, by physiotherapy, by principals of joint protection, technical aids etc. Sufficient knowledge within these areas will help the patient to cope with the disease in a more adequate way, perhaps also to change her way of life and behaviour. The material is meant to be used in group education of RA patients. It consists of -guidelines for tutors -overhead pictures to lecture 1-7 -list of relevfint literature -evaluation formulas for each lecture -patient handbooks lecture 1-7 covering: 1) Analysis of relevant problems for the RA patient, how to listen and to communicate ; 2) Medical and surgical treatment ;
3) The nutrition ; 4) How to handle pain and stress ; 5) Principals of joint protection in daily life. Aids and appliances; 6) Crisis and acceptance. Social rights; 7) Practical kitchen training. An extra evening session with relatives and friends is arranged.
The tutor for each part should be the most competent member of the therapeutic team : Doctor, nurse, physiotherapist, occupational therapist, psychologist. All depending on local resources. This education material was used in a clinical trial with 100 Swedish patients treated in Malta6. Many papers have been written on the methods and effects of patient education (1-6). For several years education on selfcare had been given to patients with rheumatoid arthritis attending this unit. In 1990 I decided to run a structured education programme to enable a wider range of topics to be covered and discussed more fully, using group sessions. It is hoped that this will improve understanding of, and compliance with, information given. The pilot study consisted of eight sessions over 2 weeks, to include repetition and checking of practical work. However, after 5 courses it was evident that some patients were being discharged home before completion of their block. Patients admitted as in-patients in hospital benefit from an assessment from a multi-disciplinary team and found out both formally and informally what appropriate resources are available in the hospital and the community. People seen purely as out-patients in the clinic do not have the same opportunities. We hiave been looking at ways of improving this situation. We plan to show a short video to patients in the waiting area, demonstrating the type of work that team members do and the ways in which we feel we can help. Systemic sclerosis is an uncommon disorder affecting virtually every organ in the body. The musculo-skeletal, gastro-intestinal, respiratory, circulatory and excretory systems may all become involved, affecting appearance, mobility, life-style, communication and social interaction as well as ability to work effectively. The presenter has had personal experience of this condition over more than twenty years, a period during which it has become apparent that different difficulties emerge at different times thus giving rise to a constant need to adapt to new problems. Since so many systems are involved management of this disorder requires co-operation between health professionals of many operation between health professional~ of many disciplines as well as co-ordination of treatment. The range and extent of the difficulties encountered in this condition may not be fully appreciated and it is hoped that this account will be of interest to doctors as well as to physio-, occupational and speech therapists, dieticians and chiropodists. Degenerative changes affecting the skin, teeth, feet, hands, alimentary canal and lungs are described, together with counter measures which have proved effective and helpful. Topics covered include modifications to the home and work-place, the importance of physiotherapy, particularly hydrotherapy and connective-tissue massage, and of splinting at an early stage to prevent contractures. Although very few of the standard aids have been helpful, it has been found that simple materials and resourcefulness can provide solutions to even the most intractable of problems. Most studies of depression amongst arthritis patients have focused on rheumatoid arthritis (RA). Hence, the prevalence and severity of depression amongst people with other forms of arthritis remains largely unknown. The purpose of the present study was to examine the prevalence and determinants of depression in a sample of AS patients. The study is set in the context of widely held beliefs concerning the stereotype of a 'typical' AS patient (e.g. male, less depressed than RA patients). The study was of a cross-sectional survey design based on self-administered questionnaires. Response rate was in excess of 70% and the sample consisted of 129M, 48F. No significant differences were found between the men and women AS patients in terms of disease-related variables, including measures of pain. However, both men and women patients reported higher levels of depressive symptoms than is found in epidemiological surveys (31% versus 19%). In addition, women AS patients were 1.8 times more likely to report being depressed than the men. Moreover, the level of depression in women AS patients was found to be similar to that reported by women with RA. Stepwise multiple regression analysis showed that the determinants of depression differed for the women and the men. Pain was the only significant predictor for women, explaining 46% of the variance in depression, whereas for men, pain accounted for only 11% of the variance in depression. In conclusion, the results suggest that AS pa-tients suffer from higher levels of depression than a 'normal' population, and that women in particular, may not fit the stereotype of the 'typical' AS patient.
VI.B.2. Depression in ankylosing spondylitis
VI.B.3. Psychosocial aspects of rheumatic disablement.
A. Tennant*, E.M. Badley**. *Rheumatology & Rehabilitation Research Unit, University of Leeds; **University of Toronto.
Pain and fatigue are well recognised as problems in rheumatic disease, but what about other aspects of life ? In 1986, 597 respondents with rheumatic disability were given a face-to-face interview as part of a large scale community survey. This paper examines psychosocial aspects of rheumatic disability, including the impact of pain and fatigue on social interaction and emotional well-being. It does so by using the Nottingham Health Profile (NHP), a widely used measure of health status. Almost three-quarters (73.2%) of the 597 respondents were female and 22.6% were aged 75 years and over. 37.7% of respondents were independent in ADL, or for the need for supervision, while of the remainder, 7.9% needed continuous help or supervision. Subscale scores (which range from 0 (no problem) to 100) on the NHP were high and consistent with other published work on arthritis, for example the mean Energy (more appropriately a fatigue) score was 50.1 and Pain 45.9. All subscales were significantly correlated with one another. A series of logistic regression models are examined in which the likelihood of a positive answer on one question in any dimension (reflected by a score greater than 0) can be predicted by a positive answer on any question belonging to another dimension. For example, a positive response to any question in the pain dimension raises the odds of a positive answer to any question in the physical mobility dimension by 27.4 times (95% C1:13.7-54.7). Emotional reaction was shown to be affected by several dimensions. A positive answer on social isolation raises the odds of a positive score on emotional reactions scale by 7.5 times (95% C1:4.7-12.1); and a positive score on energy raises the odds by 4 times (95% C1:2.5-6.3). Sleep and pain are also included in the model. This suggests that psychosocial aspects of rheumatic disability reflect interaction of the physical, psychological and social aspects.
VI.B.4. Early rheumatoid arthritis -some social and economical consequencies.
B. Larsson, K. Nived, K. Eberhardt. Department of Rheumatology, Lund University Hospital, S-221 85 Lund, Sweden.
Methods: 84 patients (29 men and 55 women) with definite RA were followed at least 2 years with standardized assessment at regular intervals. The patients had a mean age of 52.4 years and mean disease duration at study start of 11 methods. Social measures that were taken during follow-up were registered continously. At the end of the study a social worker performed a structered interview concerning e.g. work situation, work tasks at home and leisure time activities. Results: Only 33 of the 62 patients gainfully employed at the start of the study were still working after 2 years. The majority of the patients (70%) that stopped working did so during the first year. 10 of the 33 patients at work had either changed work tasks or had reduced working time. The ability to perform shopping, work tasks at home, gardening, leisure time activities and social activities had changed due to the arthritis in 54%, 61%, 86%, 76%, and 47%, respectively. 23 patients had received disability pension, 20 home adaption allowance, and 20 car adaption allowance. 6 patients needed home help service and 5 transportation service. Conclusion : Rheumatoid arthritis has a considerable socioeconomic impact already in the early phase of the disease. VLB.5. Disease duration, level of self-esteem and quality of life in rheumatoid arthritis patients. B. Krol*, R. Sanderman*, T. Suurmeijer*,**, D. Doeglas*, M. van Rijswijk***, M. van Leeuwen***. Dept. of Health Sciences*; Dept. of Sociology**; Dept. of Rheumatology***, University of Groningen, Ant. Deusinglaan 1, 0713 AV Groningen, the Netherlands.
As part of the European Research on Incapacitating Diseases and Social Support (EURIDISS) a longitudinal study was started by the end of 1990 in the northern part of the Netherlands. The purpose of the study is to elaborate on the influence of social support, personality factors, life-events, disease duration and disease severity on the quality of life of RApatients with a rather short disease duration. With cooperation of the rheumatologists in the northern part of Holland the patient-files of their practices were screened on RA-patients diagnosed since 1987 or later. Patients were evaluated by the rheumatologists on year of diagnosis and ARA-criteria ; they had to satisfy at least 4 out of the 7 criteria for inclusion in the study. Five groups were formed according to the patient's disease duration, ranging from 0-4 years. One week after the patients received written information from the rheumatologist, they were contacted by the researchers and asked to participate. When the patient was willing to cooperate, an appointment in the hospital was made by the rheumatology research nurse and she collected the medical data, such as: ESR, Ritchie index, Karnofsky Scale and the Health Assessment Questionnaire. Within ten days after the hospital visit, a two-and-a-half-hour during interview was held with the same patient in her/his home. In this way the social~psyehological data were gathered. The research instruments were partly self-reports and partly interview questionnaires. What can be said about the influence of a chronic disease as RA on the self-concept of patients ? Is there a steady decrease in self-esteem (as measured by Rosenberg's Self Esteem questionnaire) which, in addition, is affecting the expressed quality of life of patients as measured by the General Health Questionnaire and the Nottingham Health Profile ? Data-collection of the first four groups has been completed, in March 1992 data collection of the last group of patients (incidence-cases) will be completed. Results will be presented of the level of self-esteem related to the above-mentioned two measures of quality of life. A longitudinal cohort study involving 45 elderly RA patients and 45 healthy elderly was performed in order to gain insight in their daily functioning (ADL, obtaining and using aids and appliances, relational functioning, the rest-and activity pattern, and loneliness). Moreover, we have studied factors which might influence daily functionning : health deviation, social position and attitudes, personal network. All respondents were interviewed at their homes with an interval of 8 months and were asked to keep a diary on their rest and activity pattern three times. The majority of problems of RA patients proved to be problems with ADL. Only few problems were mentioned concerning obtaining aids and appliances and relational functioning. The rest-and activity pattern of RA patients proved to be different from the pattern of the healthy : RA patients had more hours of rest and were less active. Feelings of loneliness did not differ between RA patients and the healthy. Health deviation (functional capacity, pain, fatigue, and morning stiffness), a negative health perception and an ineffective personal network influenced the number of problems with ADL, relational functioning, and feelings of loneliness. Problems with relational functioning and loneliness were also influenced by (ineffective) coping behaviour and a lack of dependent care facilities. One of the practical recommendations done in this study is that health professionals working with patients with RA should not only pay attention to the medical aspects of RA but also to the problems in daily functioning and the factors associated with these problems. Optimal care for RA patients requires a multidisciplinary approach.
Parallel session VI.C: Drugs and Pharmacists.
VI.C.1. The pharmacists role in the rheumatology health-care team. E.A. Kay. Pharmacy Department, General Infirmary Leeds, Great George Street, Leeds LS1 3EX, UK.
Within the multi-disciplinary rheumatology health-care team, the pharmacist has a unique role. Pharmacists are experts on the use of medicines and that specialist knowledge can be used to assist patients, doctors and nurses. Many rheumatoid arthritics have a long and complex drug history which can include many non-prescribed medicines. This information can be documented and evaluated by the pharmacist who can make recommendations on the patients' treatment. By attending ward rounds and outpatient clinics, the pharmacist can assist rheumatologists to optimise patients' drug therapy. In the UK the concept of "shared care" between hospitalbased prescribers and general practioners is currently under much discussion. An important role for the rheumatology pharmacist will be the preparation of shared-care protocols to help with patient management. As patients' medication regimens become increasingly complex, an important contribution of the pharmacist is to educate the patient about their medication. This should be done verbally and in writing.
A pharmacist member of the rheumatology team will fulfil a unique function and lead to an improved quality of care for the patient. Patients with arthritis are often admitted to hospital for assessment and treatment. They are not systemically ill, often ambulatory and able to take their own medication. We therefore developed a self-medication programme for in-patients on a 13 bedded Rheumatology / Orthopaedic ward. Our aims were to: a) encourage patients to understand their medication, b) increase awareness of side effects, c) educate patients on the appropriate timing of medication for maximum effect. Nursing staff were available to discuss with patients any problems concerning their medication at all times. All patients had secure facilities for their drugs. Patients were monitiored on a daily basis. On admission each patient was assessed for suitability for selfmedication using a "traffic light" system. RED indicating patients unsuitable as immediately pre or post operative. AM-BER indicating patients requiring particularly careful supervision. GREEN indicating patients able to undertake selfmedication with minimal nursing intervention. The medication was supplied by Pharmacy on a "sliding scale" for up to 7 days such that a full weeks medication is given on a Tuesday, 6 days on a Wednesday, 5 days on a Thursday etc. with review each Tuesday by Pharmacy. Complete courses of antibiotics were provided and up to a maximum of 30 analgesic tablets for prn usage. The legal age for self-medication is 16 years. Controlled drugs, specified drugs and night sedation are still given from the ward trolley. After 2 years experience we conclude in hospital that most patients are suitable for self-medication. The system provides significant patient satisfaction, independence and ongoing education. Self-medication is safe, effective and particularly appropriate to Rheumatology Wards. No problems have been encountered, although one key was 'mislaid'. The requirements for 'escape' analgesics seems to have been less than we had anticipated. Background: Despite good intentions it has been reported that only about half of the patients with rheumatoid arthritis (RA) follow the prescribed medical advice. Differences may be found between patients randomly selected from an outpatient clinic without regular control of medicine intake and patients participating in a fully controlled clinical trial. Patients and methods : Two groups of patients were included in this study. The first group (A) consisted of 130 consecutive RA patients visiting the outpatient clinic, the second group (B) was selected from a clinical trial comparing two NSAID. Pa-tients in group A were asked to fill in anonymously a questionnaire on adherence to advice given by the physician and to what extent this advice was followed. The results on compliance with medication in group B (30 RA patients) were obtained from the case report forms of a trial where pill-counting was registered. Results: In group A, 83% of patients with NSAIDs and 95% of the patients taking DMARDs reported taking their medication exactly as prescribed. About 90% of the patients followed the instructions for exercises and 65% adhered to recommandations for rest and for the use of aids. In group B the mean duration of follow-up was 18 weeks (range : 3-32). Fourteen patients had to be withdrawn from the study because of side effects. Five of these 14 patients (35%) already had a medication violation before the side effects emerged. Of the 16 patients still involved in the trial, the mean duration of study was 23 weeks (range 12-32). Six of these 16 patients had taken all the medication prescribed and one patient had to stop medication temporarily at the physician's request. As a whole, 53% of the patients in group B had not deviated from the medical advice. Conclusion: There was a marked difference between the two groups studied. A mean of 89% of patients in group A stated a full cooperation to medication, in contrast to 53% of patients in the drug-controlled group (B). Factors contributing to deviations from medical regimens will be discussed and suggestions to improve cooperation will be given. Drug consumption of two different drug regimens of naproxen in OA was compared. In Norway the society yearly spends approximately 8 million s Methods : Two dosing regimens of naproxen were compared in an open, randomized, controlled, multicentre, parallel 8-week trial of patients with OA of either hip or knee joints. Group I (patient self-adjustment of timing and magnitude of naproxen) was allowed to take up to 1000 mg/day, group 2 (fixed regimen) received either 500, 750 or 1000 mg/day according to the physician's judgement, with adjustment of the fixed dose at week 4. Assessments (drug consumption, efficacy, adverse reactions) were performed at baseline, week 4 and 8. Results: 396 patients entered the study. (286 females, median age 65 years). Drug consumption was 20-30% lower in Group 1. Changes in efficacy measures were similar in both groups. Number of withdrawals due to adverse reactions was 23 (Group I) and 35 (p<0.05). Conclusion: A patient self-adjustment dose regimen for NSAID appears more cost-effective than a traditional drug regimen, both for the patient and for the society. Second line drug therapy in RA is of limited efficacy in some patients in whom combined therapy may be tried. Increased toxicity may also occur, thus a careful appraisal of the risks and benefits is required. 440 RA patients (median age 57 yr, disease duration 6 yr) were given IM gold therapy. After 6 months : 132 patients off therapy -side-effects; 118 patients -excellent response; 190 patients -partial response to gold with ESR>30, CRP>20, articular index (AI) >8, or morning stiffness (MS) > 15. 142/190 were randomised into the second phase ie. gold + placebo (Au + pbo), or gold + HCQ (Au/HCQ -400 mg/day). The Au/HCQ group had a higher AI but there were no other significant differences between the groups at randomisation, nor after 6 months. There was no improvement in ESR, CRP or pain score (PS) in either group (paired Wilcoxon), but sm&ll improvements in AI and MS in the Au/HCQ group, and MS in the Au/pbo group. The current therapeutic management of patients with RA is not ideal. Following a greater awareness and understanding of the pathogenesis of the disease more specific treatments will become available. Arthritic pain may have a neurogenic origin, hence modulation of peptidergic and/or sympathetic neurotransmission may prove to have a more beneficial analgesic effect than the parametamol-and aspirin-based analgesics currently in use. Refinement of non-steroidal anti-inflammatory drug (NSAID) therapy is heading towards the introduction of agents with activity against both cyclo-oxygenase and 5-1ipoxy-genase. Most NSAIDs currently available are racemic mixtures, future advances may lead to the use of more single enantiomers.
The long-term maintenance of RA patients with disease-modifying anti-rheumatic drugs (DMARDs) is not very successful. Combination treatment may be slightly more effective than administration of a single agent ; it may also be advantageous to introduce combinations of DMARDs and immunosuppressants in a cyclical fashion as in the treatment of cancer. New DMARDs aimed at specific events in the pathobiological progression of the disease are being developed.
A large proportion of current research has centred on immunomodulation. Monoclonal antibodies against T-cell surface antigens and receptors have been developed and vaccinations with host-derived clones of activated T-cells have been under investigation in patients with RA. Although there are a number of areas in which the current management of RA can be refined, until the underlying cause of RA is estableshed, any potential new therapies will only treat the symptoms of the disease and may not therefore be entirely successful.
Plenary session VII : Pain
VII.1. Pain and disability: a dynamic relationship.
A.R. Harvey, Consultant Physician in Disability Medicine and Rheumatology, St James' University Hospital, Leeds, UK.
The neurophysiology of pain perception will be discussed with emphasis on the evolution of the nociceptive system, the imprinting of injury information on a "plastic" nervous system, and the powerful effect of pain in modifying behaviour. The dynamic and reciprocal relationship between pain and movement will be explored. The nervous system will be discussed as an hierachical system. Similarities between the control of movement behaviour by the pain and the control of functional and social behaviour by mood disturbance will be drawn. A multi-dimensional approach to pain rehabilitation will be supported by this theoretical model. Severe arthralgia without identifiable cause can result in serious disability in adolescents. Diagnostic difficulty produces a temptation to overinvestigate and uncertainty. The resulting anxiety creates an uncomfortable environment in which to manage these young people. We have reviewed our experience over five years in a retrospective survey. There were 10 patients (7F, 3M) aged between 10 and 18 (mean 13 years). In all cases the lower limbs were involved. In 7 patients pain was confined to the legs and in all 7 the knees were involved (6 unilateral, 1 bilateral). In addition one had hindfoot pain and 2 pseudo footdrop (ballerina gait). Of the remaining 3 one had primary back pain ; one back, hip and knee pain and one wrist and hindfoot pain. Two girls had definite algo-dystrophy. Gait/posture was abnormal in 7 patients, 5 exhibiting degrees of ballerina gait, one a foetal posture, one spinal rigidity. Previous or concurrent operations/illnesses were universal. 6 patients had hospital investigation for abdominal pain (4 "appendicectomies"). The team management of this condition involves establishing the diagnosis, physical therapy, goal setting and parental counselling and education and the cooperation of social and educational authorities. Five patients have been followed for more than 12 months and only one has fully recovered. One is in her 6th year of peripatetic investigations.
VII.2. Psychodynamic aspects in chronic pain
VII.4. Use of a body chart and VAS scores to assess hip pain.
K, Zukovskis, A.A. Borg, P.T. Dawes. Staffordshire Rheumatology Centre, Stoke-on-Trent, ST6 7AG, UK.
Use of a body chart is a recognised method of assessing pain by physiotherapists, allowing quick referral during subsequent examinations. Visual analogue scales (VAS) are also commonly used as a subjective method of evaluating pain, and have been shown to be valid and sensitive. The aim of this pilot study was to investigate whether a correlation existed between the use of a body chart and a VAS score in the assessment of pain. All assessments were completed by the patient. A single observer assessed 19 patients with hip pain over a period of 7 months; 4M :15F, (age range 21-78). Assessments were performed at baseline and repeated at 2 weeks after a steroid hip injection. Severity of pain at night and weight-bearing pain were measured using a VAS score and then correlated with the record of pain on the patient's body chart. A significant correlation was found between the body chart and VAS for night pain at 2 weeks (p<0.005) but not at base-line. Changes over time in pain scores on the body chart were shown to be related to VAS for weight-bearing pain (p<0.01).
No correlation was found between the VAS (night pain) and VAS (weight-bearing pain) scores at both time intervals. A single VAS score cannot represent all the aspects of hip pain. The body chart is a practical and simple way to overcome this problem allowing patients to express the area and distribution of their pain, and can be used as a single global measure to assess hip pain over time. Further evaluation on the use of a patient-administered body chart in the assessment of pain is required.
VIL5. Inter and intra-observer reproducibility of the Thompson Kirwan articular index.
S. Selley, J. Cushnaghan, S. Hewlett, S. Snow, P. Young. Rheumatology Unit, Bristol Royal Infirmary, Bristol BS2 8HW, UK.
The Thompson Kirwan articular index (1) is a measure of disease activity in inflammatory arthropathies. A limited number of joints, weighted for size are assessed for the presence of soft tissue swelling and tenderness, giving a maximum possible score of 534. With simple explanation and practice this joint count can be performed in 3 minutes, (half the time needed to perform a Ritchie index). The Thompson Kirwan joint count is currently used in both long term clinical trials and routine clinical assessments. Reproducibility both within and between observers is vital and the aim of this study was to establish this for the four clinical research assistants working in the Bristol Rheumatology Unit. 8 patients with definite rheumatoid arthritis, were chosen by an independent assessor, to exhibit a wide range of disease activity and joint deformities. Four men and four women with a mean age of 63 years (range 46-72) and a mean disease duration of 8 years (range 1-30) were included in the study. 4 experienced observers performed the joint count on all 8 patients, on two occasions on the same day, in random order, supervised by a study controller. No attempt was made to improve observer agreement before the study was undertaken. The correlation between the two assessments of any one patient by each observer was highly significant, (p<0.001), showing high intraobserver reliability. In vitro studies on the stiffness of human intervertebral discs have shown them to be too stiff to have sufficient damping to be able to play a direct role in shock absorption in the spine.
We have examined this question in vivo by measuring the transmission of heel strike vibration using skin mounted accelerometers in two groups, one normal and one with ankylosing spondylitis. In normal subjects shock absorption depends on the frequency of the vibration and occurs at frequencies above 15 cycles per second. In ankylosing spondylitis shock absorption did not occur and this difference was significant using Student's T test (mean transmissibility for ankylosing spondylitis = 1.03 at 25Hz, mean transmissibility for normal group --0.54 at 25Hz). These results support the hypothesis that shock absorption in the spine occurs as a result of an increase in the natural curves so that the energy is absorbed by the muscles and ligaments and not the intervertebral discs. The subject of the lecture is the question which factors can be responsible for a disturbance of the stability of the lumbar spine. We seek an answer by a review of the recent literature within a neuro-physiological and biomechanical concept. The consequences of instability will be described for several parts of the motion-segment of the spine ; as facet joints, intervertebral discs, ligamental structures and muscles. The theory will be followed by practical aspects of the possible treatment. The rehabilitation of patients with low back pain is a comprehensive process, requiring both accurate diagnosis and early intervention. The primary goal should be functional optimisation, not pain relief. Exercise and fitness may well be the most vital factors in the approach to treatment of individuals with low back pain. 43 patients with polyarticular juvenile arthritis have been assessed in order to evaluate the impact of disease on quality of life. Mean patient follow-up was 19.7 yrs (SD 6.1), their mean age is 26.7 yrs (SD 7.1) with a sex ratio of 1:3 (m :f). 32.6% were systemic, 16.3% extended pauciarticular, 30.2% rheumatoid factor positive (RhF( + ) polyarticular and 20.9% RhF(-) polyarticular in onset. Disability was measured by a modified Steinbrocker classification and AIMS score and psychological profiles were assessed by GHQ, Beck depression inventory, mental adjustment to arthritis score and direct questioning. Severe disability (grades 2(b)-4) were present in 7.7% of systemics, 33% of RhF(-) polys, 38.5% of RhF(+) polys, and 86% of extended pauciarticular patients. The RhF( + ) polyarticular group had more hip (100%) and knee prostheses (31%) compared with the RhF(-) group (77% and 11% respectively. Knee prostheses were not required in the systemic group. The psychological testing showed that 22% were clinically depressed and this correlated with the disability index. The ability to enjoy a social life and to relate to people were inversely correlated with disability. Despite this, the educational achievement of all patients was similar to age and sex-match controls without arthritis (Social Trends, 1991) .
VIII.A.3. The relation of abdominal and trunk muscles to ver-
VIII.A.4. Brackache in population samples
VIII.B.3. Community rehabilitation services for children affected by JCA.
A. Davidson, G. Bartolozzi, F. Falcini, G. Taccetti, S. Zuffo. Rheumatology Service, Anna Meyer Hospital, Florence, Italy.
The responsibility of the medical and rehabilitation team to children affected by JCA is not only to provide early and effective treatment, but also to ensure that the therapy itself interferes as little as possible with the growing child's psychological, social and academic development. Rehabilitation treatment must therefore be simple, selective and integrated as unobstrusively as possible into the everyday home routine of each young patient. Hospital admissions should be shortterm, kept to a minimum, and used rarely for rehabilitation purposes. Community based services are essential in order to ensure these priorities. At the Paediatric Hospital "Anna Meyer" in Florence, Italy, the rheumatology service (following 104 children living in the Region of Tuscany) has trained 50 rehabilitation therapists and each child's trained community therapist has become a direct team member and the primary rehabilitation worker. The specialized hospital physiotherapist is concerned with consultation on request, the making of the more complicated splints, liaison with various community services and organization of continuing training courses. Rehabilitation carried out by a coordinated network of trained community therapists ensures good quality intervention and direct verification and updating of home treatment programmes. At the same time it guarantees respect of the children's attendance at normal schools, minimizes family disruption for hospital visits and admissions and provides the necessary continuity of support to parents and teachers.
Poster abstracts
P.1. Hand deformities in rheumatoid arthritis. Functional and psychological aspects.
P. Malcus-Johnson, Occ Ther, Department of Rheumatology, Lund University Hospital, Sweden.
Purpose: Hand deformities are a common feature in patients with rheumatoid arthritis. The aim of the present study was to evaluate the effect of different deformities on grip function in daily life activities (ADL). Psychological aspects of hand deformities were also considered. Method: The study was designed in a case-control manner with 10 righthanded women in each group. All individuals were videotaped while performing 5 ADL-activities (gripping a piece of soap, washing the face, brushing hair, brushing teeth, and writing). The grips of the right hand were assessed according to the system developed by Jacobsson-Sollerman and Sperling. This included a description of how the fingers and other contact surfaces were distributed around the object in each activity. Psychological aspects on looks and function were asked for by means of a self-administered questionnaire. A new writing aid in the form of a modified pen is described and illustrated. It is envisaged that this aid, although designed specifically for a patient with peripheral ischaemia and gangrene in some digits, in addition to severe contractures of the fingers as a result of long-standing systemic sclerosis, could also be of benefit to patients with rheumatoid arthritis, or to those people unable to hold a conventional pen because of extreme sensitivity to pressure arising from temporary or permanent hand damage due to burns or other injuries. Constructed from generally inexpensive materials available either in the home or in the occupational therapy department of a hospital, it is simple to make, comfortable in use and highly effective.
P.3. Serial occupational dexterity examination in arthritis.
M Manual dexterity is a complex human activity that is frequently jeopardized by rheumatoid arthritis (RA). The occupational therapist is involved in examining manual dexterity. For rheumatologists manual dexterity is the main item in decisionmaking about RA handtherapies. Manual dexterity can be monitored in an occupational skillslab. We used during many years the (modified) Greentest.
Others concluded -like we -that this test was not a relevant instrument for manual dexterity examination. Neither were other tests reported in literature. Arguments: rough scoring systems, bad diagnoses relation, only splintered skills with one or two hands, restricted function patterns, no relevant daily activities. We decided in 1988 to construct a new occupational skillslab test to avoid these pitfalls with the goal to evaluate total handskills (dexterity) in relevant daily activities. We named it the Serial Occupation Dexterity Arthritis (SODA) test.
The methodology behind the concept SODA test has already been showed at the IIIth International Symposium for Health Professionals in Rheumatology (title : The assessment of manual dexterity). The principles to further testdevelopment were : quantification and fine discrimination of actual dexterity--changes, recording one and two handed activities and compensatory actions, short test duration, cheap conventional materials. Video recording of 40 RA outpatients was used to adjust activities, materials and instruction'.
The scoringssystem had to and should depict the level of skills. After literature study and testing 44 controlls (50% of them matched with RA patient groups older than 30 years), the definite system is devided in four scores to describe the prescribed way (possible -not possible), and one score for the compensatory way (non dominant hand -non two hand discrimination -reverse dominance). Background: There exists no unanimity whether the use of resting splints can prevent hand deformities in patients with rheumatoid arthritis (RA). Purpose : To assess whether the application of resting splints inhibits the development of hand deformities in RA patients ; moreover to evaluate the influence of splints on the pain score, grip strength and handfunction.
Patients and methods: Twenty-nine RA patients were included with at least 4 swollen joints of wrist and fingers and not more than 3 easily reversible deformities. The patients were randomly divided into two groups: one group (14 patients) used resting plints on alternate hands every night during two years, while the same exercise therapy programme. Efficacy was measured by a blind investigator. The following parameters were used : deformity score, pain score, grip strength and handfunction score.
Results: At the start of the study both groups were comparable with regard to demographic data and all study variables. The changes between the start and the end of the study were not statistically different for the two groups. 0.9 0.9 0.8 0.9
Conclusion : The use of resting splints does not add a beneficial effect to exercise therapy in the prevention of hand deformities.
P.5. Reduced hand strength in rheumatoid arthritis : relationship to muscle wasting, joint pain and joint deformity.
P.S. Helliwell, S. Jackson. Departments of Rheumatology and Occupational Therapy, Huddersfield Royal Infirmary, Huddersfield HD3 3EA, UK.
Background: Reduction of grip and pinch strength in RA is multifactoral. Although muscle wasting occurs the proportional contribution of other factors such as pain and deformity have not been elucidated.
Method. 34 subjects with RA and 20 normal controls had grip and pinch strength measured with a strain gauge dynamometer linked to a microprocessor. Anthropometric variables included height, weight, skin thickness, forearm circumference, and finger circumference. Mean mid-forearm muscle cross-sectional area (CSA) was calculated and confirmed in a subgroup of 5 subjects by computerised tomography. Joint tenderness was measured using a modified Ritchie Index and joint deformity by a 15 point scale.
Results. Means for RA (normals): grip strength = 92N (306N), pinch strength = 43N (86N), forefirm muscle area = 29.1cm 2 (35.9cm2). In normal subjects both grip and pinch strength were closely related to CSA (r = 0.77, pinch r = 0.8). In RA grip and pinch were less well correlated with CSA (r = 0.42, r = 0.33 respectively). Multiple regression analysis showed that some of the variance in RA could be predicted by deformity and tenderness indices (R 2 = 27.1%).
Conclusions. Weakness in RA is partly explained by muscle wasting, joint tenderness and joint deformity but these factors only explain about half the variation in predicted strength scores.
P.6. Women with rheumatoid arthritis and fibromyalgia
showed low grip force and pain in test measuring. U. Nordenski61d. Department of Occupational Therapy and Rehabilitation Medicine, Sahlgrenska University Hospital, S-413 45 G6teborg, Sweden.
The purpose of the study was to find out if pain increases after grip testing and if there is a correlation between grip force and pain in women with RA and FM. Methods : Grip force in Newton, both peak value and average value during 10 sec, was measured with standardized positions by electronic gauge Grippit in women with RA (n = 19), age range 36-39, mean 55, with FM (n = 14), age range 46-59, mean 52, and healthy women (n =76), age range 20-69, mean 46. Pain was measured using a visual analogue scale VAS before and after grip test. Results : Peak grip force and average value during 10 sec were low for RA women (24% resp 21%) and for FM women (45% resp 38%) compared to healthy women. All patients noticed pain both before and after grip test. RA women's pain ranged from 3 to 85 (40 VAS) before, and from 8 to 94 (52 VAS) after test, a significant difference (p<0.001) between before and after grip test. FM women's pain ranged from 19 to 96 (51 VAS) before and from 29 to 94 (60 VAS) after grip test with no significant difference. There was also a significant correlation (p<0.001) between grip force and pain in RA women. There was no significant correlation in FM women. Conclusion. RA women showed about 24% peak value and FM women about 45% grip force compared to healthy women. All patients described pain. In RA women there was a significant correlation between grip force and pain, and pain increased significantly after grip test. In FM women there was no significance. FM patients' pain is more general and widespread. RA patients have their pain in the small joints of the hand.
P.7. Protection of joints.
M. Clayson*, A. Purkis*, C. Mackie*, P. Phillips**, *Rheumatology Unit ; **Department of Teaching Media, Southampton General Hospital, Shirley, Southampton, $09 4XY, UK.
The video: Two patients relate their experiences and the importance of joint protection and how this can be achieved: 1) Margaret has had rheumatoid arthritis for 10 years. She talks about her adaptations of lifestyle, the importance of useful applicances in the home and being aware of keeping herself fit and well.
2) Julie, a young housewife and mother relates how she is slowly coming to terms with rheumatoid arthritis. Rest periods, exercises and relaxation which she has learned about when in hospital are important.
3) Health professionals teaching a group of patients in a hospital setting about exercises, relaxation, hydrotherapy, equipment and splinting. This is interlinked with their use in every day living. An instruction leaflet on the importance of joint protection accompanies the Video.
P.8. Occupational therapy for children with chronic arthritis.
C. Weigert, Pitzaustr. 12, 8100 Garmisch-Partenkirchen, Germany.
The basis for efficient occupational therapy in juvenile chronic arthritis is the exact knowledge of the typical deviations, which develop in the children's hands and fingers. Functional therapy works against axial deviation of wrist and hand, subluxation of the carpus, butonni6re, swan neck and uses as a medium various handicrafts and play therapy. Physiological patterns of movement against deviations must be trained while the child is working with materials as paper, colour, clay. Very important is to motivate the child and keep it interested in its creative action. Principles of joint protection are trained in groups and practised while doing handicrafts. Self-aid for activities of daily life and assistive devices are developed inidividually. Working and writing with functional splints is a main part of the occupational therapy and relieves the children's efforts to get accustomed to them. Important is that the child is not only taken as a patient with deficits which must be treated, but that its creative and healthy parts are encouraged and promoted.
al status. In order to solve this problem we constructed a comprehensive functional scoring system and expressed it visually in a uniform manner so that it can be used cross-sectionally for the first functional evaluation and longitudinally to see progress in time. Each discipline, in our case nursing, physiotherapy, occupational therapy, and psychosocial service, evaluates the patients before the team meeting, using their own expertise questionnaires. The bilan of the patient is done for each discipline summarized in four functional categories and for each of them a score is given from 0 (no problems) to 3 (impossible). Each discipline gets a quarter of the irradiating spikes of the wheel and indicates the score. By joining the different points, a clear picture of the patient, shortcomings and all aspects of functions in life are visualized. Improvement or deterioration in time can now be noted easily and compared. The scoring wheel is a part of the patient's chart in the hospital, goes with the discharge letter to the general practioner and is also given to the patient so that he can himself appreciate what particular function has to be improved.
P.10. Reasons for dissatisfaction with functional ability in rheumatoid arthritis.
S.E. Hewlett, P. Young, J.R. Kirwan. Rheumatology Unit, Bristol Royal Infirmary, Bristol BS2 8HW, UK.
Helping the patient with rheumatoid arthritis (RA) cope with disability is vital. Questionnaires to measure levels of satisfaction with ability to perform activities of daily living (ADL) and perceived change in ability have been developed (1). We used these, together with psychological status measures, to investigate satisfaction with function in patients with RA. Fifty outpatients were asked to complete the questionnaires at home following their appointment and return them by post. The study population comprised 37 women and 13 men, mean age 58 (range 27-81), VAS pain 1.5 (0-2.96), disability (Health Assessment Questionnaire, HAQ) 1.66 (0.37-3), disease duration mainly > 10 years. They were not depressed or anxious (Hospital Anxiety and Depression Scale) and did not express strong feelings of helplessness (Rheumatology Attitudes Index). 50% expressed dissatisfaction with function ability overall. 4% were dissatisfied with all 8 ADLs selected from the HAQ, 40% with 4-7, 38% with 1-3 and 18% with none. Disability correlated with dissatisfaction (r = 0.62) but explained only 38% of the variance overall. Twenty-three patients have now been re-interviewed after 6 months. The mean values of all assessments were similar to those in visit 1. Dissatisfaction correlated with disability in dressing, walking, hygiene and activities (r = 0.455-0.677); with perceived change in function in hygiene, reach and grip (r = 0.439-0.699); but not with actual change in function. Actual and perceived change in function correlated only in hygiene and activities (r = 0.434, correlated with feelings of helplessness (r = 0.45).
On linear regression analysis disability accounted for only 6.3% of variance in satisfaction while helplessness accounted for 20%. On multiple regression analysis the combination of pain, disability and change in disability together accounted for 31% of the variance.
This study highlights the importanc e of the patients' feelings of control in RA and their poor perception of changing disability. It shows that dissatisfaction is more likely to occur when several factors (pain, disability and changing disability) are present. Twelve commercially available mobile hoists were selected and purchased for inclusion in this Doll funded study. The study was conducted in three states -i) laboratory-based user trials, ii) technical testing of hoists, and iii) communitybased user trials. The overall aim of the study was to produce a report which would advise hoist users and their professional and non-professional carers on the advantages and disadvantages of the tested models. This paper will report the results of the first two stages of testing. Firstly the hoists were tested in a small self-contained flat located within the hospital, in an effort to examine the hoists for ease of use, safety, stability, manouvrability, and occupant comfort in a safe environment. The 12 hoists were randomly allocated to groups for the purposes of comparison, and were tested by a panel of 10 professional operators and by 60 occupants who were not necessarily established users of hoists. Technical testing of the hoists was conducted by the Bath Institute of Medical Engineering, where the hoists were checked against BS 5827:1979 (Mobile, manually operated patient lifting devices) for safety and stability. Following the user trials, one of the hoists was withdrawn from further testing as it was considered by both operators and occupants to be uncomfortable, unsupportive, and complicated to use. In addition, two of the remaining hoists failed the technical testing, on the grounds of poor stability and on excessive operator force, and were excluded from further testing. Although there was considerable concordance on the ranking of the hoists, the subject groups were influenced by different aspects of the hoist, e.g., the operators considered the manouvrability, stability, and ease of use of the hoists to be of prime importance whilst the occupants were concerned with comfort, support, the amount of swinging whilst in transit, the amount of space within the hoist, and with feelings of safety and security. A number of general problems with hoists were identified during testing, and these included the overall size, lack of manouvrability, lack of stability, poor clearance, and general lack of comfort. P.12. Basic principles of physiotherapy in juvenile arthritis.
C. yon Altenbockum, H. Truckenbrodt. Rheuma-Kinderklinik, 8100 Garmisch-Partenkirchen.
The aim of physiotherapy in juvenile chronic arthritis is seen in maintenance or restoration of full joint mobility as well as prevention of axial deviation. Affected and non affected joints will be protected from deviation. This presents the basis for a physiologic pattern of motion which is important for the normal statomotoric and social development. For effective therapy we must achieve to reduce muscular tension by avoiding pain. The child must be relaxed. Further therapeutic principles include extending range of motion, stretching of shortend joint structures as well as activation of muscle groups which work against deviations and deformities. The child must re-learn a physiologic pattern of movement. Parental education proves most important for successful therapy. We present a study of 63 children (age 1-5 years) with pauciarthritis type I. 73 affected knees were treated and followed for 16 months. Results showed that the typical knee deformities disappear as soon as function improves. Our task is to interrupt early the vicious circle of reflex painrelieving position, permanent joifit misloading in malposition and thus increasing axial deviation. Only close cooperation between physiotherapists, child and parents as well as other professionals makes it possible to protect the child from joint deviation and deformities. Functional disability in osteoarthritis (OA) of the knee has been attributed, in part, to a disease-related impairment of joint position sense. The objective of the present study was to assess the importance of position sense as a determinant of function in knee OA. Ten women diagnosed as having osteoarthritis (OA) of the knee were studied. Position sense was defined as the ability to accurately reproduce knee angles on 5 occasions in standing with vision eliminated. The knee angles were photographed using polarised light photography and the angles were measured directly from the photographs. Clinical status was assessed using the scales devised by Kettlekamp and Thompson and pain was assessed with a visual analogue scale. Self-paced walking time was recorded with photocells. Multiple linear regression modelling indicated a significant (p<0.01) inverse correlation between the subjects' measurements of position sense and their self-paced waling speed. There was no significant relationship between the measurements of position sense, pain and clinical status. The findings suggest knee position sense is a determinant of walking speed in persons with knee OA and that treatments aimed at improving position sense may improve walking ability.
P.14. Smoking may cause an adverse reaction to ice therapy in rheumatoid arthritis.
F.J. Wallace, P.S. Helliwell, F. Evard. Regional Rheumatology Centre, Royal Bath Hospital, Harrogate, North Yorkshire, UK.
To explore the possibility that ice therapy to the hands causes more pain in smokers than non-smokers, 40 subjects with rheumatoid arthritis were assessed objectively and subjectively before, during and after Cryogel packs. Smokers experienced an increase in pain in their hands during therapy (change in pain score in smokers, n = 16, 0.5 units ; change in pain score in nonsmokers, n= 24, -0.05 units), but after removal of the cold treatment both groups reported a decrease in pain as compared to pre-treatment values (smokers difference = -0.05, non-smokers difference = -0.6 p = <0.01). It is assumed that smokers have subclinical vasospasm and this may be accentuated by cryotherapy. Physiotherapists should be aware of the adverse effect when treating patients with rheumatoid arthritis and be prepared to alter their treatments accordingly. Historically, patients attending rheumatology Out patient Clinics at Manchester Royal Infirmary were faced with a long wait, sometimes for several hours, before seeing a doctor. There were a multiplicity of complex reasons for this and both patients and staff had come to believe that radical change was impossible. The impending closure of the old Out-patient Department, and the subsequent move to a new area with only a small waiting area, made a review of the situation essential. A multidisciplinary group of staff involved in the organising and running of the rheumatology clinic was formed. Using the Structure, Process and Outcome format described by Donabedian, Standards were determined to provide for a maximum of 15 minutes waiting time for appointments. All standards were acheivable, acceptable, observable and measurable. In developing the Standards, the need for improved information for patients, a pre-booking form and reply slip to cancel appointments were recognised and provided. The role of an appointment's co-ordinator was identified and the role piloted. Problem areas which persistently led to extended waiting times were highlighted and the issues addressed. The work to reduce the time patients wait to see a doctor at their Out-patient visit is still ongoing. The preliminary work has demonstrated the effect of bringing together the administrative, clerical and nursing staff actually involved in the organisation of the clinic. A common aim has been established ; individuals have contributed in the identification of problems and suggested ways in which they can be solved. By enabling staff to work more effectively, the service to patients has benefited. The purpose of this ongoing study is to record the long term development, significant clinical and laboratory features, and social impact of ankylosing spondylitis (AS). Forty-one patients with definite AS were followed up over a ten year period. Clinical measurement of spinal mobility, chest expansion and peripheral joint involvement were recorded at 0, 5 and 10 years by the same observer. Wall to tragus measurement and functional capacity were noted at year 10. Laboratory measurements were recorded and X-rays of spine, pelvis and chest were taken. Also recorded were drug therapy, surgery, medical illnesses, family history, employment and marital status.
Comparisons of clinical measurements between 0 and 10 years showed a significant decrease in spinal mobility in 25% of patients. 50% of patients had peripheral joint involvement at year 0, with an increase to 75% at year 10. Chest expansion showed an improvement in 30% of patients. Laboratory measurements showed 10% of the group to have elevated levels of IgG and ESR which were associated with continued disease activity and peripheral joint involvement. At year 10, 20% of the group were unemployed because of AS. AS is a disease which progresses slowly in the majority of patients, with symptoms controlled by drug therapy and exercise. In a subgroup with elevated IgG the disease development is more rapid and aggressive. Background: The present study is carried out in the context of the European Research on Incapacitating Diseases and Social Support (EURIDISS). It is an international comparative study which aims to study -among others -the influence of both medical and psychosocial parameters on the course of rheumatoid arthritis.
Method: With co-operation of rheumatologists data from over 250 RA-patients -fullfilling at least 4 out of 7 ARA-criteria -were sampled in 1991. All patients were diagnosed in 1987 and the years afterwards, up-till 1991. This leads to the possibility to form five subgroups, all consisting out of approximately 50-60 patients, with a variation in disease duration (0-4 years at the onset of the study). In addition, a control group (community sample) is used to make comparisons with the patient group. This group has filled in the same questionnaires and is eligible to the patient group with respect to the age and sex distribution. For present analyses the following instruments/variables will be used : disease duration, disease activity (by means of erythrocyte sedimentation rate (ESR), data on recent life-events (obtained by means of an interview) and the General Health Questionnaire (28-item version) measuring psychological distress.
Research questions:
The major aim of this presentation is to elaborate on a) the influence of the very fact that an individual has RA, b) the disease activity and c) non-illness related stressors and the psychological status of the patient. More specifically data on the following research questions will be briefly presented: 1) Is there a difference between RA-patients and controls with respect to the level of psychological distress. Furthermore, what is the proportion of RA-patients that experience symptoms at the level of psychiatric caseness as measured by the GHQ. Is psychiatric caseness depending on disease duration and is there a difference with the control group concerning the proportion of 'cases'. 2) What is the influence of lifeevents on psychological distress in both groups, and consequently does stress has an effect on psychological status which goes beyond the effect of having the disease. 3) Finally, does stress influence disease activity (ESR) and do patients with higher levels of stress and disease activity experience more psychological distress when compared to patients with other combinations of stresslevels and disease activity.
Apart from the data of some of the 'fresh cases' (RA-diagnoses in 1991) the data of all patients and control are available. Therefore analyses can be carried out shortly from now. The presentation will be concerned with the delineation of a theoretical model on acaptation to rheumatoid arthritis and the patient's quality of life in the shorter and longer term. Theoretical constructs and their interrelationships will be discussed which describe major processes of adjustment at the cognitive and affective levels. The former include appraisal of threat/loss/harm, helplessness/personal control, three sources of social support (spouse, doctor, self-help group), as well as short/longer term psychosocial outcome variables. Temporal processes will also be considered : the short-run crisis period and longer term outcome in relation to the clinical course of disease. It will be argued that European clinicians and researchers in the field of rheumatology should use a similar package of measuring instruments based or an acceptable model of adjustment. This aim would allow for greater comparability of the results of care programs and the monitoring of deficits in the rehabilitation of patients in various countries. This model and corresponding scales are being used at our research unit to investigate the role of the medical doctor and self-help group in coping with rheumatoid arthritis. These patients all fulfil the revised (4 of 7) criteria for classification of rheumatoid arthritis, formulated by the American Rheumatism Association. Besides the assessment of the medical state of the patients in the hospital, the patients were also interviewed at home within 10 days after the hospital visit. During a 2~ hours interview, several psychological and sociological questionnaires were filled in. The patients will be medically and socially examined for four successive times, with an one year interval between the points of measurement. The first measuring point T1 will be completed by the end of march 1992.
To determine the functional disability of te respondents the Groningen Activity Restriction Scale (GARS) was used. The GARS measures disability concerning the activities of daily living (ADL) and the instrumental activities of daily living (IADL), referring to activities of personal daily care, and independent adaptation to the environment respectively. Also, information on four different support dimensions of the patients is collected. These dimensions are daily emotional support, problem oriented emotional support, social companionship, and instrumental support. In this presentation the results of T1 will be presented. Because the year of onset of the disease is known, it is possible to divide the patients into five groups. Each group has a different disease duration, varying from 0 to 4 years. In this way it is possible to investigate the effect of disease duration on functioning in daily life. The research question is twofold: 1) In which way does the disease duration affect the functioning of the RA patients as measured by the GARS (ADL, IADL). 2) In which way is social support related to the disability (as measured with the GARS) of the patients, controlling for disease duration. 
Background:
The study "Social Support and Chronic Disease -Rheumatoid Arthritis" started by the end of 1990 as part of an international research project. One of the goals of the study is to elaborate on the influence of disease duration and disease severity on the quality of life of individuals with this chronic disease.
Method: Two-hundred-fifty patients with a disease duration varying from four years up to incidence cases were screened by their rheumatologist on ARA-criteria. When they fulfilled four or more out of seven ARA-criteria, patients were asked to participate in the study. If patients were willing to cooperate an appointment for a medical check-up was made by the author, as a rheumatology research nurse, in the hospital of treatment. The collection of medical data was on the one hand meant as a reference point as to the social psychological data, on the other hand the medical data as such was lending itself to analysis in order to detect possible relations. The medical data were gathered maximum ten days before the collection of social psychological data. Among others, the erythrocyte sedimentation rate (ESR/lhr), the Ritchie index, the functional stage according to Steinbrocker, the Karnofsky Status Scale and the Health Assessment Questionnaire (HAQ) made part of the medical protocol. Instruments were administered by the research nurse except the HAQ which is a self report instrument. Aim of the study is to investigate the relationships between the course of the disease, the quality and quantity of the informal and formal care provided to the RA-patients, and the quality of life of the patients. Up till now data of 260 patients have been collected. To be included into the study each patient should fulfil at least four out of seven ARA criteria while the duration of the disease should not be longer than four years at entry of the study. From all patients medical, psychological and sociological data have been collected. The medical data have been assembled in the hospital by a research nurse while the psychological and sociological data have been collected during a two and a half hours interview at the patients' home. These data will be collected for four times in four successive years (November 1990 (November till november 1994 . In this presentation firstly, the composition of the research group will be described as to some basic, mostly socio-demographic variables (gender, marital status, education, SES, income, type of insurance, extra financial costs) based on the "socio-demographic part" of the interview schedule; next, I will go into the quantity and quality of the formal care provided to the RA patients. Data in this respect have been collected by means of the "Health Services Interview" (HSI) part of the interview schedule ; and thirdly, relationships between some of the socio-demographie variables and variables measuring certain aspects of the quantity/quality of the formal care provided will be explored.
P.
25. An assessment of the influence of nurses on the quality of care in rheumatology departments. S.M. O'Gorman. "E" Clinic, Outpatients, Royal Liverpool University Hospital, Prescot Street, Liverpool L7 8XP, UK.
The purpose of the study was to assess the role and influence of the nurse in rheumatology units. Ten hospitals were included in the study, seven in this country and three in Sweden. The population served by each unit and the number of consultants and rheumatology nurses G grade and above were noted. Quality of care in each unit was defined by allocating a score of one to each hospital for each of nine care practices which have been shown by research to be of benefit to the patient. Quality of patient care bore no relationship to the size of population, nor to the number of Consultants or specialist nurses from Sister upwards. Five hospitals score significantly more points than the others. In four hospitals, nurses at specialist, practitioner or consultant level were in post. In the fifth hospital (in Sweden) one highly motivated Sister was responsible for the instigation of all the care practices. These results suggest that specialist nurses in rheumatology are prime motivators in bringing about a better quality of care for patients with rheumatic diseases. A hospital based education programme has been developed in New South Wales for people with systemic lupus erythematosus (SLE); using a needs assessment survey (1) literature search and expert opinion. The needs assessment identified 19 common problems. A factor analysis of these revealed the following : lack of information about the disease, exercise and diet ; emotional aspects of having a chronic illness ; lifestyle restrictions. These factors were then used as the main themes of the course content. The programme is held for 2~ hours one day a week for 7 weeks, using a small group format. A Health Educator conducts 8 sessions, the remainder are conducted by a Rheumatologist ; Physiotherapist ; Dietitian ; Occupational Therapist and a member of the Lupus Association of New South Wales. Educational strategies include small group discussion, lectures, and problem solving. The programme content comprises : disease process and management ; dealing with changes in self esteem; communication skills; motivation and goal set- An out-patient education programme was devised for people with rheumatoid arthritis (RA), with the aims of providing them with an understanding of their disease, belief in their ability to cope with it and the appropriate skills to do so. The programme consists of 6 weekly small-group, interactive sessions led by a professional. The sessions include : the nature of RA and principles of drug therapy ; the role of exercise and hot/cold therapy ; joint protection, foot care ; stress and pain management ; and aspects of social support. Sharing of ideas and practical involvement are encouraged in all sessions. 18 subjects (5 males and 13 females) with a mean age of 50-+ 13 years, and mean disease duration of 6-+ 8 years were evaluated before and after the education programme. Using the Wilcoxon Matched Pairs test, statistically significant improvements were found in knowledge of RA (p 0.003), arthritis selfmanagement skills (p = 0.0003) and perceived control over RA (p 0.004). No significant changes were found in pain, functional ability or emotional state.
In conclusion, a short out-patient education programme can influence knowledge, skills and attitude in rheumatoid arthritis.
P.28. Provision of evening education for patients and partner-/carer.
A. Campbell, J. Byrne. Rheumatology Nurse specialists rheumatology department, St. Helens Hospital, WA9, 3DA, UK.
As health care professionals we are all aware that it is vital for our patients with rheumatic disease to be able to carry out self care.
To enable them to do this they have to be given comprehensive education on their disease and its management. Whilst assessing our patients individual requirements, we identified a need to involve their partner/primary carer in the education. After recognizing the need, we had to consider the practicalities of providing such a service. Most partners wereunable to attend for day time sessions, and we had to consider the environment in which to do this education. Therefore, we felt it was important to consider the principles of learning in determining under which circumstances a situation would be most suitable.
We recognize that not all departments are able to provide the relaxed environment, and accommodate group sessions, and yet continue to provide an effective teaching programme, but because of available space on our Rheumatology Ward (i.e. a very large treatment area) we were able to provide this service. It is said that the learning process is more successfully achieved when information is broken down into small blocks, and reinforced by visual material. Hence, the programme was divided into suitable topics, each to be addressed by the relevant therapist. We know we can influence patients by what we teach, so it is vital that the information we impart is correct and pitched at a suitable level for patients to understand and retain. Therefore, the teachers must possess the specialized knowledge and skills when delivering such a programme.
The success of the course may well be due to the group themselves. They volunteered to attend, all self motivating, demonstrating a desire and need to learn more, and had a common component i.e. similar disease and on second line therapy.
We do not feel we should be relying on the patient to educate their partner/carer when we have the resources and time available (due to the flexibility allowed us by other individual managers and families) to do this ourselves. It also ensures that the same information is given to all parties, which hopefully prevents any misunderstanding about disease management and what achievable goals they should expect. Verbal feedback was very positive, but to assist us in accurately measuring the course effectiveness, a format evaluation is now being included.
P.29. Self medication on the Rheumatology Ward at Standish
Hospital. D. Steel. 7 Holywell Road, Norman Hill, Dursley, Glos., UK.
Rheumatology patients are often required to take several different drugs over long periods of time. We know that in this situation patients often misunderstand their drugs and become confused abot how and when they should be taken and do not remember everything that is told them about possible side effects. For drugs to be taken correctly and hence most effectively, patients do need to know what each individual drug is for, how and when it should be taken and the side effects they should look out for and the action to be taken if such effects occur. This is especially important for some of the more powerful drugs that we regularly use in patients with rheumatoid arthritis. Our objective therefore is to provide our Inpatients with as much information about their medication as possible. This is done verbally and with written drug information sheets. Nurses, Pharmacists and Doctors all contribute to this education of the patients. We would like to improve this process by introducing a programme of self-medication in the Rheumatology Ward. The purpose of this is to provide patients with experience in managing their own medicines while under supervision and hence to prepare them for the time when they can cope on their own at home. Patients and their physicians need information about the comparative merits of commonly used second line drugs in RA but many studies have insufficient numbers to answer the question clearly. We have therefore compared clinical and laboratory response to intramuscular gold, penicillamine (PEN), sulphasalazine (SASP) and auranofin (AUR) in all 1344 patients included in randomised prospective studies over the past 10 years.
Results. At the outset the median age and disease duration was very similar in the four groups varying from 55-57 years and 6-9 years respectively. The majority of patients were female. Change in morning stiffness and ESR in shown in the table below along with percentages remaining on treatment. In addition the influence of age, disease duration, gender and initial ESR on probability of remaining on treatment in the first year was assessed. Males and females were as likely to remain on treatment and while those who were older and had longer disease duration were slightly more likely to stop therapy in the first year, the differences were not great. Response of rheumatoid patients to second-line (SARD) therapy is variable and may be due to different clinical sub-groups of the disease eg seropositive (SP) or seronegative (SN) rheumatoid arthritis (RA). Studies with SARDs examine mostly SP patients and the response in SN disease is not clear. A previous placebo-controlled study showed that SN patients achieved beneficial effects from sulphasalazine (SASP). The present study examines whether the response is better in SN than in SP disease. A study of 89 RA patients (53 SP, 36 SN with definite RA) treated with EC sulphasalazine 2g daily for 2 years was carried out. 7 laboratory and 7 clinical measures were performed at 6, 12 and 24 months of therapy. Initial response was greater in SP than SN patients in the CRP, articular index, morning stiffness and HAQ score but improvement in grip strength was greater in the SN group. SN patients maintained the initial improvements at 12 and 24 months in the ESR, CRP, leucocyte and platelet counts, and IgA in contrast to the SP groups in which the response declined. Symptomatic improvement (pain and stiffness scores) was sustained in both SP and SN groups and function (HAQ score) continued to improve over the 2 years in both groups. A low articular index score was maintained in SN patients whereas the response in the SP group was variable. The initial response was greater in SP patients in some indices than the SN group, but sustained improvement over 2 years was significantly greater in the SN patients particularly in the indices reflecting the acute phase response and symptomatic improvement.
P.32. Planning an international symposium for health professionals in rheumatology.
H.A. Bird. Reader in Rheumatology, University of Leeds, UK.
The EULAR Committee voted Harrogate, UK, the venue for the 1992 fourth meeting in the series. Prerequisites for selection were an adequate venue, a University department capable of bearing any financial loss, a local multi-disciplinary team of health professionals with an established track record in research and an existing secretariat.
Stipulations from delegates at previous meetings included a registration fee around s parallel conference rooms for small group sessions, a campus style atmosphere and adjacent inexpensive accommodation. Following the precedent of previous meetings, a local organising committee was established reflecting the proportion of different professionals who had attended earlier meetings. A characteristic is late registration, so an early reduced registration rate was imposed. Additional financial support was sought from many sources, including industry, the Arthritis and Rheumatism Council, local institutions including the Health Authority, and local commercial sponsors. Essential expenditure as the meetings grow in size included professional organisers and projectionists. Early advertising was disseminated widely with the help of EU-LAR and the BHPR and specific professional and national groups were also targeted. As the size and costs of the rotating symposia climb, decisions must be made on whether financial underwriting should be provided by University departments, national health professional associations or EULAR.
